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This paper explores the values that were considered to be centrally important by South Asian migrants at end of life. A qualitative approach was used with focus groups as the data collection tool. South Asians were selected as the population of choice since this is the largest minority ethnic group in Britain. The paper considers the practical insights and challenges that were faced in recruiting participants from this hard to reach group. Content analysis was used on the transcripts and the results revealed that in the context of end of life care respect for dignity and equality were seen to be centrally important.  
Learning Outcomes
By the end of this case students should be able to: 
	Have a better understanding of focus groups as a research method
	Recognise some of the difficulties of recruiting participants from ‘hard to reach’ groups (such as minority ethnic groups) 
	Understand the principles of content analysis with data collected from focus groups
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Context
Respect for dignity, equality and self-determined choice is centrally important for the provision of care at the end of life.  These fundamental values are underpinned by a range of legal and moral rights such as freedom of religion and belief.  These universal principles are relevant to health professionals and organizations that provide such care.  However, ensuring that these values are recognized and respected is vitally important if they are to have real meaning.  Faith and religious belief can be expected to have particular significance at end of life where philosophical, moral and spiritual considerations will often engage.  The customs and cultural values that are specific to ethnic groups need to be acknowledged and sensitively accommodated into publicly provided end-of-life care (Weiner, McConnell, Latella & Ludi, 2013).  A detailed account of the legal and ethical framework that pertains to this area is described in the primary research output referred to above.
In Britain, recent evidence shows that the proportion of the White British population has fallen from 87.5% to 80.5% compared with the results of the previous censuses.  There are now 4,000,000 fewer Christians in England and Wales and a substantial increase in those who follow non-Christian faiths (UK Census, 2011).  Views and perceptions of end-of-life care are inherently diverse within all faith groups and tend to be influenced by culture, faith and belief (Steinberg, 2011). 

Aim
The aim of this project was to synthesize data gathered from South Asian participants using focus groups to determine the values that they considered significant in the context of end-of-life care.  At present South Asians account for approximately 7.5% of the population and are either first or second generation migrants who originate through their family line from the Indian sub-continent, and who identify themselves as such.  They were targeted because this group is the largest minority ethnic group in Britain (UK Census, 2011). 

Focus groups were selected as the method of choice as these offer a useful way of exploring feelings, beliefs and experiences that might not always be possible using other research methods such as surveys and one-to-one interviews.  As most people in Britain currently die in public hospitals, or other healthcare facilities, participants’ views were sought specifically in relation to care delivered by these providers.  Participants’ perceptions were explored as to how these organizations, and their staff, might best accommodate potentially diverse needs of faith and religious belief at the time of death.

Data collection
We undertook this study in Leicester, a city in the East Midlands of England, which has one of the largest Asian/Asian-British populations.  Following a preliminary literature review where we carefully considered the knowledge base JS and AS held several meetings to agree on the conceptual basis of the project design, recruitment, fieldwork, and data analysis. We factored in time for the preliminary literature review, obtaining ethical approval and writing up.  We considered the resources available to cover our time, room hire, production of advertising materials, and the purchase of an additional voice recorder. We were able to borrow an encrypted laptop from the university for the purpose of transcription and we also had the services of a professional transcriber. The key elements of our research plan are set out below.
Concept and design
The concept behind this study is based on the premise that culture affects values and therefore different beliefs and ideals may differ between ethnic groups. While the process of acculturation might well mask some of these, inherent and existential values can be expected to surface at times of stress and critical relevance. One such period is one’s dying days.
After a careful review of the literature we chose focus groups as our method of choice to explore the values and views of participants. Focus groups can be a useful way to understand a topic from the perspectives of others.  According to Hollander (2004: 605) they allow researchers to glean “tiny glimpses of the world” that one might not normally have access to.  In some of our previous research projects we have found that data collected from focus groups can be a useful basis for subsequent research approaches on the same topic, for example, by helping to identify relevant issues, concepts and ideas that we had not identified previously from in-depth literature reviews. Relatively broad themes of potential relevance for the focus groups had been identified from the preliminary literature review.  A useful and practical approach to focus group methods is given by Krueger and Casey (2014). 

Recruitment 
Since our study involved human participants it was necessary to apply for ethical approval prior to commencement.  This safeguard is designed to protect the dignity, rights and welfare of research participants and ensure that ethical standards are maintained. We applied for ethical approval through the appropriate channels at De Montfort University. This required the submission of the appropriate forms, the participant information sheet, the consent form, the study protocol and a copy of the advertising poster that we had designed.  It is important to be aware that obtaining approval can take time and you will need to allow for this at the planning stage. It can be a good idea to make preliminary enquiries from your research office to ascertain what is likely to be involved and approximately how long the process will take.  Your institution may well have useful guidance on research ethics but comprehensive information is available from health professional organizations as well as research funding councils. We relied upon the comprehensive ethical code published by the Economic and Social Research Council (2015). The website also carries useful case studies and an ethics review map (http://www.esrc.ac.uk/funding/guidance-for-applicants/research-ethics/).
The next step was to advertise the project. Posters need to be visually attractive and noticeable. They need a short clear heading as well as the name of the main research contact, the sponsoring institutional logo, who to contact for further details, and if you are a student you should also give the name and contact details of your supervisor. It is also worth including a statement that your project has been reviewed by an ethics committee.  We then sought the necessary permission and subsequently displayed our posters and distributed flyers in local hospitals and community centers. However, despite our best efforts only one person (a health professional) expressed interest in our project. It is important to recognize that recruitment can be a challenging process and once again, the possibility of delay should be factored in right at the start.  
We felt that this was the breaking point in our project and so with a heavy heart we contacted our one and only volunteer to explain that our project was unlikely to go ahead.  She suggested we approach the Leicester Centre for Ethnic Health Research.  We carried out some research and discovered that this local body had an established acumen for supporting research projects that involved participants of black and minority ethnic origin.   The Center has a public consultation panel and provides assistance with recruitment and dissemination of results about research that falls within the remit of its constitution and uses its own database of interested participants.  We subsequently met with the Center and provided them with an electronic copy of the flyer as well as printed materials.  We also made a contribution to the costs of postage and the Centre then circulated the materials on our behalf.  This was very successful and within a fortnight we had a pool of volunteers from which to recruit. 
We held two focus groups of 6 people for 2 hours duration. These were led by JS and co-facilitated by AS.  We decided to invite six participants for each group based on our previous experience.  According to the literature between 6 and 8 participants is usually considered ideal - large enough to canvass a variety of views and yet small enough to be inclusive and facilitate audio-recording.  Restricting the size of groups can also prevent “splinter group” formation which can happen happened with larger groups. Each group comprised 3 followers of the Hindu faith and 3 of Islamic faiths.  All participants were fluent in English and there was a fifty: fifty percent ratio of being born abroad to being born in the United Kingdom (first generation: second generation).  The age range was between 28 and 72 years. 

Fieldwork
Prior to commencement participants read the consent form and participant information sheet. These were then read to the group by JS and participants were encouraged to ask questions prior to signing the documents.  Because of the sensitive nature of the research time was taken to confirm and re-iterate the main topic of the discussion which centered on their own perceptions of the values that they believed were engaged in the context of care of the dying.  When carrying out qualitative research in a sensitive area such as this it is important to anticipate and plan for situations that might conceivably arise. The participants in this study were self-selected and therefore it was quite possible that they themselves had experienced bereavement.  It was also quite possible that the participants could become distressed. For this reason JS and AS were present throughout the period of data collection.  In this way if a participant became upset, or wished to leave the group, then AS would be in a position to accompany the person while JS continued to facilitate.  For potentially sensitive topics such as this the power of words and language to demonstrate compassion should not be underestimated.  It is also worth finding out the contact details of local groups that can be accessed by the participants if they feel the need to do so after the research project.  
In order to focus discussions, and also to avoid participants feeling that they had to draw upon their personal experiences only, a hypothetical end-of-life scenario was available and read out as a preamble to each focus group discussion.  This scenario was a re-worked example of a case study that had been used by JS when teaching medical ethics to undergraduate students.  It focused on a middle aged doctor, who had been diagnosed with motor neurone disease.  Due to her strong beliefs regarding the treatments she would, and would not, want to receive at the end of her life she wrote an advance decision to refuse food and fluid by tube if she lost capacity.  This was signed and witnessed. A year later she was admitted to hospital, unconscious and with breathing difficulties. The advance decision was discovered by her doctors but her husband and parents were devastated, as they believed that the family ought to make the decision.  The focus group participants were then encouraged to speak freely about any aspect of the scenario, or in fact on any issue around the subject of values, that they considered to be relevant to the topic.  
Consent was also obtained for the discussions to be audio recorded. If you decide to use voice recorders it is a good idea to anticipate potential problems at the planning stage. It is a good idea to take at least 2 machines along with you as well as a spare set of batteries. It is also useful to test the equipment in the actual room prior to commencement. Audio recorders are, by design, very sensitive and background sounds can make subsequent transcription very difficult indeed. At the start of each session the issue of confidentiality was discussed together with a prompt for contributions to be moderated in order to guard against inadvertent disclosure of sensitive personal information (such as names) and to be mindful and sensitive of potential participant discomfort. 
The role of the facilitator is an important one and it is worth reading the literature beforehand. Once again a practical guide such as that by Krueger and Casey (2014) can be a good starting point and there are some interesting demonstrations on YouTube. If you have never facilitated a group before it is worth having a dummy run prior to the real event.  Friends and colleagues may well be willing to give you constructive feedback on your performance in readiness for the real event. The basic idea behind facilitating a group is to let them discuss the issues among themselves.  A skilled facilitator will get the conversation started, perhaps probe now and then (for clarification) and perhaps redirect the group if conversations begin to digress.  Try to resist the temptation to jump in and fill any awkward silences with your own thoughts.  The overall approach is perhaps best described as that of ‘masterful inactivity.’  Remember that you are looking for the views of the group – not your own. 
Following the focus groups verbatim transcripts were produced within a week. This was to ensure that these could be checked back as soon as possible while the discussions were still fresh in our minds.  
Handling raw data
During transcription the recordings were played back several times to make sure that the speech extractions were contextualized appropriately over the course of each session, as well as to follow each participant’s personal contribution.  Unabridged transcripts were produced and included all parts of words and phrases such as er, uh, um, okay, like… .  This approach is recommended by Bloor, Frankland, Thomas & Robson (2001) as a way of enhancing the rigor of the strategy and subsequent analysis.  Transcription of focus group data can be particularly challenging since participants, particularly when fully engaged in a topic, will invariably tend to talk over one another and leave some of their comments incomplete. 

Content analysis 
In order to ensure accuracy the data transcripts were verified against the recordings before these were deleted. The transcriber had helpfully color coded the transcripts so that it was possible to identify the gender and faith of the different participants. She also very usefully presented the transcripts using double spacing and extra wide margins.  The transcripts were then read over by AS and JS several times from start to finish in order to gain an overall sense of the meaning and to appreciate the ‘bigger picture.’ Content analysis is one way of looking for ‘meaning’ in the data. 
The next step was to go through the data carefully and highlight any text which described a value and then write a keyword, or phrase, in the margin so as to capture the essence of the participant’s own words. This is known as ‘open coding’ and is used for preliminary data processing to identify initial concepts and categories. For example, in this project codes such as ‘influence of family’, dignity, and ‘religious requirement’ were found.  Following completion of both transcripts JS and AS then considered all of the initial codes and tried to group these into broader, generic categories and themes in the manner described by Strauss & Corbin (2015). At times we had to add a new code for any data that had not yet been categorized.  Once this process was finalized we checked all of the material under each code in order to verify that the phrases and words had been assigned to the correct category. This was not always simple as one particular phrase could sometimes be coded under more than one code.  The significance of the codes and the underlying concepts was determined by the frequency of their occurrence within the data. In order to ensure verifiable results and to reduce the possibility of bias, AS and JS worked independently during this process. Collaborative discussions of the findings took place at several stages in order to avoid possibly important nuances being overlooked (Strauss & Corbin, 2015).  
Finally, four main themes were identified from the analysis.  These are illustrated below using sample quotations from the transcripts. It was possible to identify gender and faith (Muslim or Hindu) since the original data had been transcribed using differently colored text.  
Dignity
“It is only natural that when you are dying you should be treated with dignity. All human beings deserve this.” (Muslim Female)
“When a person is dying, he must be treated with respect. You cannot do anything else. It does not matter who he is or whatever religion or anything else.” (Hindu Male)
Equality
“Of course the law must respect all as being equal, not just sometimes but all the time.” (Muslim Male)
“We need to understand each other, um… because God has made us the same.” (Hindu Male)
 Faith and religious convictions
“[My GP] respected all our religious rights and catered for all our religious needs [when my father died] and ensured the best outcome. We were allowed to do everything according to our religion.” (Muslim Female)
“Our religious sensitivities need to be respected. We are entitled to this right.” (Hindu Male)
“The soul comes out when the heart stops beating. We want to be alert for as long as possible in order to read our final prayers.” (Muslim Female)
“Of course I can openly show my religious beliefs, or anyone can when they are dying, and the law must protect this.” (Hindu Male) 
 Non-autonomous decision-making
“If I am dying, then it is not so important for me to make the decision about what will happen to me.” (Hindu Male)
“You can’t just be isolated and by yourself. A lot depends upon your network and family and community and what else everybody then you get the best outcome.” (Muslim Female)
“I don’t know about this [an advance decision] and how this will help. I trust my family more than anyone else and they will do their best.” (Hindu Male)
“In my case it is my family, including my sons and their wives, who can make the decision.” (Hindu Male).

“Method” in action
There are two features of this project that we believe are of particular interest. First, using “content analysis” for data analysis and second, appreciation of the impact of “culture” on the values held by an ethnic group that is different to those held by the majority indigenous population of a community in Leicester. These matters are discussed further.
Understanding content analysis
Content analysis is a popular form of data analysis used in many qualitative research projects. It is an overarching systematic approach that is performed in several stages to analyze and sort data that can be presented as text.  For this reason it can be used to evaluate a diverse range of data such as transcripts of interviews, focus groups and conversations, as well as printed materials such as books, manuals, articles and blogs.  The overall aim of content analysis is to draw meaning and inferences from the content of the text by identifying themes and patterns. Content analysis can also be used as a quantitative method by sorting data into clearly defined categories followed by application of a statistical analysis (basically counting them up).  This approach is a recognized strategy for combining quantitative approaches to qualitative data (Morgan 1998). For the present study content analysis was used as a conventional, qualitative, approach simply because due to resource constraints we were able to run two focus groups only and our data was therefore limited.  
In this study we used an ‘inductive’ process to identify coding categories that were derived directly from the text.  This compares with an alternative ‘deductive’ approach where text is categorized and sorted according to predetermined codes (Hsieh & Shannon 2005). We chose the inductive approach in order to avoid our own preconceived ideas from influencing the data.  However, the inductive process (mainly because of the need for repeated checking and re-reading of the data) is very time consuming and therefore this must be built in at the planning stage of the project.  
As previously explained the first stage required us to immerse and familiarize ourselves completely with the transcripts.  It was interesting that the four main themes had not been self-evident during the actual focus group sessions. Facilitating a focus group requires considerable attention and the need to be ‘in the moment’ in order to ensure that the group runs smoothly.  This often means that at the end of a 2 hour session a facilitator will know whether a group has gone well (or not), but perhaps little else.  




Understanding the impact of culture
A key learning point from this project concerned our understanding of culture. There are myriad aspects to cultural diversity and some understanding of these nuances can be helpful when conducting research in minority ethnic groups (such as South Asians in the UK).

One of our earliest challenges was our initial disappointing recruitment strategy. On reflection it was clear that a ‘gatekeeper’ was required since it was only after approaching the Centre that we managed to recruit. In research parlance a gatekeeper is a person who stands between the researcher and potential participants. In this context the staff at the Centre had established relationships with people in the cohort that we were interested in and therefore our engagement with the Centre materially increased our ability to recruit. In our discussions with the Centre we learnt that there were two potential hurdles to overcome in recruiting participants from this hard to reach group: barriers of perceptions about research, and barriers such as language and culture. 

We learnt that while notions of research for the advancement of knowledge might be persuasive for western groups this view is not necessarily shared by people of other cultures. The majority of South Asians living in the area where we conducted the research did not belong to the upper socioeconomic bands, and lived in areas that were relatively deprived. The advancement of knowledge for the public good held insufficient appeal. A different approach was required and the one used by the Centre was to focus on how participation might help other people, and specifically South Asian people (since the focus of this research was directly relevant to them). Another potential barrier was that of language. Our initial advertising was displayed in healthcare organizations, and written in English. Although there was a telephone contact number, as well as an email address for further information, potential participants might not have had sufficient proficiency with English language to fully consider the invitation that was offered. 

The Centre was able to recruit participants more effectively due to several innovative approaches used to facilitate South Asian participation in research projects. First, they had a list of South Asian volunteer community workers who were able to discuss opportunities and provide a basic explanation of what would be involved. Second, the Centre had established links with a range of community-based organizations, as well as places of worship.  Permission was obtained to disseminate publicity at these venues. Third, advertising materials were written in Guajarati which is spoken by approximately 80% of South Asians in Leicester, as well as English. All of this meant that we obtained a good response compared to our original efforts, and we also gained insight into how culture can affect recruitment more generally. 

Attitudes and values
An unexpected but interesting finding concerned the attitudes and values shared by several participants regarding making decisions for themselves at end of life. In the traditional western-centric construct, autonomy is the paradigmatic principle during adult life (provided that capacity exists). There is therefore an expectation that end-of-life decision-making will involve the active participation of informed individuals who have the right to decide for themselves. This perception was not shared by our participants. While there was general acceptance and appreciation of autonomy, our participants believed that at end-of-life they would prefer, and were prepared, to delegate decision-making (even if they had capacity) to near relatives who would inevitably “look after” their interests. This thinking aligns more with the communitarian ethic of “doing good for one and all” rather than one that mirrors the notion of self-determined choice as the Western ideal.  

In similar vein a sequential time preference views time as a scarce resource and attributes high value to the ability to complete tasks in a sequential order and keep to schedule. This notion aligns generally with ideas of being able to control one’s environment and destiny. By comparison a synchronic preference to time sees time as a flexible commodity. In the latter perspective, interpersonal relationships take precedence. Those who subscribe to this view have the ability to do several things at the same time, and tend to display a certain openness to flexible solutions. This approach generally connects with ideals of harmony and humility. 

Culture
Cultural frameworks are important to understand in order to recognize what is relevant and of value to people. Eastern cultures tend usually to have a synchronic time preference. In practice this means that while people of these cultures can be efficient and reliable, they may be disinclined to say “no” or they may be reluctant to be openly assertive. Likewise, their contributions in meetings may be limited. This was something that we noticed in our focus groups. In the beginning of each session the facilitators had to try hard to stimulate discussion between members of the group rather than one to one interjections with the facilitators. Nevertheless, once conversation started, the flow became smooth and animated. 

The values expressed by different cultures are reflected by the point of reference that is adopted. This depends upon whether the emphasis is on specifics, or whether it is on rules meant for universal application. South Asian cultures lean more towards the particularist approach, thereby creating special merit as a key ingredient of value. The universalist approach honors the written rule and seeks fairness by treating all cases in exactly the same way. Within our study, this was evident in some of the attitudes towards equality and dignity as part of the discussion. When the facilitators pointed out that equality and dignity were protected by law (Equality Act 2010 & Human Rights Act 1998), the response was that this law was unnecessary since equality and dignity should apply in a natural sense, irrespective of caste, colour or creed, to anyone and everyone at their time of death.  

A final point relating to the impact of culture, and which was evident in our study, relates to styles of communication. Cultural differences in communication may lead to misinterpretation of what the speaker means. This was evident within our focus groups, for example, we discovered that “yes” did not necessarily mean “yes”! Participants often nodded and said “yes,” to acknowledge a speaker, and what the speaker had said, although not necessarily agreeing the point.  We found that at times, as facilitators, we had to probe the apparent responses in order to clarify the real meaning. Communication styles in some of the participants was highly charged and animated, which was different to other focus groups that we have run with Western participants. As participants became more involved in the discussion, they expressed considerable passion, animation and feeling in order to emphasize their points. Decoding these signals can sometimes be challenging and the meaning of what an individual is saying can be influenced by cultural backgrounds as well as contextual factors.  

Reflection and practical lessons 
There are several limitations to this study. For example, it cannot be assumed that our sample was wholly representative. Furthermore, the study did not canvass the views of people who were actually at the ends of their lives.  However, we were able to capture a range of experiences and views by ensuring representation from both genders and the two main faiths of Hinduism and Islam.
Further studies could undertake a more detailed assessment of the values held by a wider range of participants. The methodology that we have used could be triangulated using in-depth interviews and perhaps surveys. The recognition of diverse values in contemporary society has wider implications in areas such as healthcare, the development of an equality agenda as well as for the harmonization and integration of diversity within disparate populations that live together.  
Conclusion




Exercises and Discussion Questions
1.	What practicalities need to be considered at the design stage for research projects that involves hard to reach groups?  
2.	Rigour is an important component of qualitative work. Identify factors that can be used to enhance rigour during data analysis. 
3.	How would you go about using content analysis with data in the form of text?  
4.	Identify at least two potential problems with using focus groups as the method of data collection and suggest ways that that these can be mitigated.   
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